Long-term care, rehabilitation, and legal and ethical considerations in the management of neuromuscular disease with respiratory dysfunction.
Neuromuscular disease, while for the most part progressive, allows for ample time to discuss options for long-term care. Frank discussions among clinicians, the patient, and family will allow for an ethical decision process. With the clinician's awareness of the inherent difficulties in judging life satisfaction, an early discussion of first noninvasive measures, then tracheostomy with positive pressure ventilation, will allow for a rational, moral, and continuing treatment plan. The early introduction of rehabilitation techniques should allow for maximal time in the home setting where life satisfaction may be enhanced. As the disease progresses, the issues such as ventilator withdrawal or even the decision not to initiate invasive ventilation need to be addressed. The better our understanding, through continuing study of NMD, of the instances when the use of continued technology will enhance life, will support ethical discussions, guide clinicians and patients, and help shape a national health-care agenda.